PROJECT TITLE
What are the patients told, who do they see and what tests are they offered in melanoma followup? : An online survey of melanoma patients in Australia.
SURVEY QUESTIONNAIRES
You are invited to participate in an online questionnaire that is expected to take about 510 minutes to complete. Questions will be set out in four sections, predominantly in an easy 'tick box' format. The first section will ask for some details such as your age and the state your melanoma was treated in. The following two will cover details of your treatment and then followup care. The final section will have a few closing questions. You are not required to provide your name or any other identifying details.
We would like to reassure you that your relationship with the supporting associations will not be affected in any way if you do not wish to participate and you may withdraw from the study at any time without prejudice.
We understand that there is a possibility that you may become upset when describing your personal experience with melanoma. If this should occur, please discontinue the questionnaire and if you wish contact a trusted health professional or your GP. Alternatively you may wish to contact the Cancer Council Ph: 131120. This is a free, confidential telephone information and support service (9am5pm, MonFri) run by Cancer Councils in each state and territory and is a local call cost from anywhere in Australia.
[Please continue to the next page for further information] Participant Information Sheet STORAGE OF QUESTIONNAIRES Data collected from the questionnaires will be entered into a secure computer data processing package in order to analyse the information. Your questionnaire responses will be kept confidential and only the collected unidentified data will be used in reports or publications from the study. Data from the questionnaires will only be viewed by the research team and no other party.
If you wish to receive a copy of the project results you will need to provide your name and contact details at the end of the survey. In this case, the questionnaire and name will be immediately separated when returned after completion and the information stored separately in two secure sites to ensure confidentiality and your anonymity. This information will not be shared with any other party.
PROJECT RESULTS
The project data and results will be used towards Janine Mitchell's Masters degree and will be published in a journal article, with no identifying participant data. A summary will be sent to participants if requested. Associations affiliated with this project will receive a project summary. This project is the first in a proposed series of studies and there will be an opportunity to indicate if you are willing to be contacted to participate in followon research.
As per protocol, The University of Adelaide Complaints Form is included in this information. __________________________________________ CONTACTS FOR INFORMATION ON PROJECT AND INDEPENDENT COMPLAINTS PROCEDURE
The following study has been reviewed and approved by The University of Adelaide Human Research Ethics Committee:
Project Title: What are the patients told, who do they see and what tests are they offered in melanoma followup ? : An online survey of melanoma patients in Australia. Approval Number: H2012037. This number is given once the project has been approved.
The Human Research Ethics Committee monitors all the research projects which it has approved. The committee considers it important that people participating in approved projects have an independent and confidential reporting mechanism which they can use if they have any worries or complaints about that research. This research project will be conducted according to the NHMRC National Statement on Ethical Conduct in Human Research (see http://www.nhmrc.gov.au/publications/synopses/e72syn.htm) 1. If you have questions or problems associated with the practical aspects of your participation in the project, or wish to raise a concern or complaint about the project, then you should consult the project coordinator: Dr Jackie Street PhD, BSc(Hons), Grad.Dip.PHC Ph: +618 8313 6498 Email: Jackie.Street@adelaide.edu.au 1. This research is being undertaken as part of a Master's of Public Health degree at The University of Adelaide 2. I have been informed of the nature, purpose and possible effects of the research 3. My relationship with the supporting association will not be affected if I choose not to participate 4. My involvement in this research project may not be of any direct benefit to me 5. I am free to withdraw from the project at any time without prejudice 6. The questionnaire will take about 510 minutes to complete 7. The results of this study will be written as an article, be published in a journal and may be presented at conferences, but the information will be provided in such a way that I cannot be identified.
• My consent is given voluntarily.
• I have understood and am satisfied with the explanations that I have been given.
• I have been provided with a written information sheet.
• I declare that I am over the age of 18 years.
Please complete the statement below. The following questions will help us to determine your background and provide us with details of your personal experience of having a melanoma. Questions marked with an asterisk* require an answer as these are essential for some of the project results.
Please note that there is an opportunity for you to make any additional comments at the end of the survey. 
